Background: Family members are important in the recovery process of persons with severe burns; however, few previous studies have focused on how this group experiences care and rehabilitation. Objective: To explore family members' experiences and needs, during the time in hospital and after discharge. Methodology: Explorative study with a qualitative descriptive design. Ten semi-structured interviews with family members of injured persons treated at the national burn centres were recorded digitally, transcribed verbatim, and analysed using content analysis. Findings: Five categories were related to experiences during care: Experiencing excellent treatment and support, Experiencing mistrust and a rejecting attitude, Feelings of chaos and shock, Being the hub of the family network, Feeling hope and thankfulness. Three categories were related to experiences during rehabilitation: Ambiguous feelings, Multifaceted support and Handling the situation. Conclusion: The experiences of the time in hospital and during rehabilitation are individual and comprise a mixture of positive and negative experiences and a diversity of needs. The results suggest that healthcare professionals should be proactive and identify specific needs for support as well as provide individualized treatment of family members.
Introduction
Severe burn injuries are complex and often treated in burnspecific intensive care units for a period of a few days up to several months, followed by rehabilitation that might last for more than two years [1, 2] . Survivors of severe burns are at risk of longlasting psychological and physiological consequences such as posttraumatic stress disorder, depression [3, 4] , skin-related problems, pain and loss of function [2, 5] . A severe burn is a distressing experience not only for the injured person but also for family members, for whom hospital admission is considered especially traumatic [6] . In addition, its consequences can lead to economic and social negative effects [7] for the family.
Family centred care has gradually been established as a concept, mainly within paediatric, oncologic and critical care during the last decades. In family-centered care family members participate in care, share information and decision-making at the level they choose [8] . It has been established that family members play a key role during the care of critically ill persons within intensive care [9, 10] . Family members also continue to be of vital importance after hospital discharge. They are frequently relied upon to care for the injured person, who is often discharged from hospital before full recovery [11] . Within burn care it is known that social support is of fundamental importance in the recovery process of the injured person [12, 13] . Studies have also shown that persons with burns consider support from family members to be vital during recovery, and that psychosocial needs are believed to be of higher priority than physiological needs [13, 14] . Since family members are nowadays acknowledged as key persons during hospitalisation, it has been proposed that they should also be included in the care after discharge from burn care [15, 16] . Positive experiences of including adult family members in burn care procedures such as wound dressings, have been reported [17] .
The well-being of family members of critically ill persons have been of interest to researchers since the late 1970s [18] . Within burn care, family members have been reported to worry about pain and the effect the burn survivor's changed appearance will have on returning to society [19] [20] [21] . It has also been reported that family members experience guilt in relation to the accident [22, 23] [24] . Uncertainty regarding the hospitalized person's condition is experienced as difficult [25, 26] and even when there is little optimism concerning recovery, family members need to feel hope [25, 26] . It is important for family members to be present in the ICU in order to strengthen the integrity of the patient, as well as to be close to and watch over the sick individual [25] [26] [27] . During hospitalisation family members of patients with burns value social support provided by family and friends [21] . Other needs that have been reported involve the wish to be close to the patient, support in meeting personal needs, understanding the person's condition, and financial assistance [21, 28] . Family members may worry about how to manage the situation after hospital discharge [29] , and it has been found that they need to be prepared concerning psychological aspects of the recovery process [30] .
When a loved one is critically ill, family members tend to put the injured person's wellbeing before their own, and it is sometimes difficult for this group to articulate their own needs [31] . Å gård & Harder [27] , point out that even though family members might be vulnerable, they are still resourceful and try to find their place while experiencing turmoil. The need considered to be of most importance to family members varies in different studies, and cultural background may have an impact on how needs are valued. However, the need to receive information is often ranked highly [32] .
Although the importance of family members is acknowledged, burn care in Sweden is not organized according to the principles of family centered care. Knowledge about how family members of burn survivors experience the time in hospital and after discharge could be beneficial when improving support for these individuals. As Sundara [6] concludes, the experiences of family members need to be further explored, especially the rehabilitation process at home. It has also been pointed out that ways to assess and meet the needs of family members in both the short and the long term should be developed within general critical care [32] . Previous research has drawn attention to the fact that healthcare professionals tend to underestimate the needs of family members of critically ill persons and that nurses tend to underestimate the importance of their role in relation to the needs of family members [31, 33] .
Objective of the study
The aim of this study was to explore family members' experiences of burn care during the time in hospital and after discharge.
Materials and methods

Design
The study was explorative with a qualitative descriptive design [34] in order to gain a deeper understanding of the family members' experiences.
Participants
The catchment area comprised all of Sweden as it involved the two national burn centres where admission criteria are based on the recommendations of the American Burn Association [35] . Participants were recruited using a convenience sample method. Inclusion criteria were (1) family members of persons with burns who were present during hospitalisation and rehabilitation, (2) burn incidents at least one year before inclusion, (3) burns covering 10% or more of the total body surface area and a length of stay (LOS) of seven days or more, (4) a minimum age at the time of the incident of 18 years, and (5) proficiency in the Swedish language. Patients with self-inflicted injuries were excluded.
Twenty-four adult patients who were admitted to the burn centres between 2009 and 2010 were contacted by author JB and asked whether they had a family member that the research team could contact. If the former patient agreed, the family member was contacted and informed about the study. Nine of the patients who were contacted did not respond or did not return the written consent form, and two did not consent to the study. Two family members did not want to participate in the study. Eleven family members originally agreed to take part, but one was unable to participate due to personal reasons, which left 10 family members as participants in the study. They were nine women and one man (mean age 49 years, range 29-63). Eight respondents were partners of the patients (married/cohabiting), one was a parent and one was an adult child of the patient. TBSA burned of the patients varied between 12.5% and 70.0% and the range for length of stay in the Burn Centre was 9-227 days. Participants are referred to as family members, while the burn injured persons are referred to as patients or injured persons.
Data collection
Data was collected using a semi-structured interview guide. One of the authors (JB) was responsible for conducting all the interviews. Pre-interviews with non-family members did not indicate a need to change the interview guide. Data collection took place between November 2011 and June 2012 and focus was on two main questions, the general experience of the time in hospital and after discharge, and of support during the same phases. The interviewer asked follow-up questions in order to help participants to elaborate on their answers. The interviews lasted between 14 and 55 min (mean 41 min) and took place at locations chosen by the participants, in most cases the participant's home.
Data analysis
The interviews were recorded and transcribed verbatim and included comments on non-verbal emotional expressions. The authors read the transcribed data multiple times and listened to the recordings when needed to gain an optimal understanding of the content. The transcribed interviews were imported to Open Code 4.0 [36] and a qualitative content analysis was conducted in the following steps [37] : (1) The authors identified meaning units related to the family members' experiences of burn care and support. (2) The meaning units were coded with labels representing different experiences. (3) Codes were organised into categories of experiences representing the manifest content level.
Rigour
As family members' experiences in burn care have been explored to a limited extent, a qualitative descriptive design with a purposeful sampling strategy was used [34] . An in-depth interview technique [34] resulted in rich data. A strength of the study is that respondents were recruited through persons treated at the two national burn centres in Sweden. This resulted in participants who represented different parts of the country geographically with experience from different facilities for specialist care and after care.
Trustworthiness was established by the researchers' experience in qualitative research (credibility), there was stability in the data collection procedure (dependability), the data was analysed by two of the researchers who were not involved in burn care and was thereafter discussed frequently with the other researchers (conformability). This decreases the potential prejudice and the associated risk for misinterpretation of the interviews.
Ethical considerations
The study was conducted according to the principles of the Helsinki Declaration [38] and was approved by the Regional Ethical Review Board. The former patients, as well as the associated family members, were informed both verbally and in writing about the purpose of the study, and that participation was voluntary, before the family member agreed to participate in the study. Information that would make it possible to identify a respondent or person was removed from the transcribed interviews.
Findings
The interviews resulted in a total of 8 categories regarding experiences of burn care and support. Five categories were related to experiences during care: Being the hub of the family network, Experiencing excellent treatment and support, Experiencing mistrust and a rejecting attitude, Feelings of chaos and shock, Feeling hope and thankfulness, Three categories were related to experiences during rehabilitation: Ambiguous feelings, Multifaceted support, Handling the situation. The categories are presented with illustrative citations and interview numbers.
Experiences during inpatient care
Being the hub of the family network
The family members described themselves as being the hub of the family network. Some perceived that they assumed a new and involuntary role in relation to the family member, for example by giving care to the injured person while he or she was temporarily home from the hospital. Some described concerns about not being able to help the injured person after discharge. The new situation resulted in increased responsibility concerning practical arrangements, as arranging for childcare as well as taking care of children and other relatives who were affected by the incident.
Family members observed what was being done with the injured person, passed on information to relatives and friends, were obliged to contact insurance companies and the health insurance office.
''Of course there were so many practical things, I mean if you're. . . if you're a little practical, and I guess I am, then there's so much that has to be done, the children have to be supported, I feel like I'm the hub of the family network. . . (Participant 1)"
Experiencing excellent treatment and support
Experiences included satisfaction with the quality of care, the atmosphere in the unit and individualized treatment such as flexible visiting hours. Family members appreciated when the staff did things above and beyond their ordinary duties, e.g. directing special attention to festive occasions, and helping out with childcare during visits. ''. . .when I got there [to the burn unit]" . . ." they took the [original] chair away and brought in a better armchair for me, well that's such a little thing but I noticed it, it meant a great deal to me. (Participant 4)" All professions within the specialist burn care provided support, and so did employers of the injured person or family member. In addition, family members experienced support consisting of assistance with living accommodations, doctor's certificates and financial issues. Friends and other family members also provided important support, for example, relatives with professional knowledge regarding hospital care could be of assistance when there were language barriers.
''There were two of us (family members), and so we cried and we laughed and we hugged (giggle) and got ourselves through that time, so we supported each other. (Participant 7)"
Experiencing mistrust and a rejecting attitude
Family members sometimes experienced an impersonal and rejecting attitude and lack of information at the specialist care unit. There were experiences of lack of flexibility e.g. concerning visiting hours, feelings of being a burden, neglected, and lacking acknowledgement of the difficult situation. Support provided by medical social workers was experienced as not beneficial, or that it was only available to the injured person. Staff focused on the injured person and relied on the patient to pass on important information to family members. Family members were encouraged to seek psychosocial support somewhere else. Family members wished for proactive and individualized support from professionals.
''If you didn't ask yourself, there wasn't anyone who asked you 'What do you want? Can we help you? (Participant 9)" Some noticed an unprofessional attitude towards the injured person, which resulted in a need to check on the staff's work. Family members experienced difficulties related to discharge from specialist care, e.g. lacking communication between the specialist burn care and the local hospital. The care provided by the local hospitals was perceived as inflexible and incompetent compared to specialist care, which not only made the family members feel insecure, it also frightened the injured person.
''We just sat right down there on the floor in the corridor and didn't know where to go, we just put our heads between our knees and sat there. (Participant 7)"
Feelings of chaos and shock
The family members felt vulnerable and exposed during the acute phase in the hospital. They experienced distress related to the burn incident such as feelings of chaos and shock. The situation was described as unreal, like being a robot with total focus on the injured person. They described themselves as being in a state of unpleasant waiting, and time went by very slowly. The family members experienced frustration, disappointment, anger and irritability related to feared possible consequences that the burn might have, such as issues regarding sexual functioning and even death.
''. . . we were just counting the hours. . . or I only counted quarter hours, I thought 'maybe he'll make it until Dad comes. . . but the whole time it was this crisis that he wasn't going to make it. (Participant 2)"
Feeling hope and thankfulness
Although they were in a difficult situation after the burn incident, family members expressed feelings of hope and thankfulness, which emerged when the injured person's condition improved. They gained hope from staff members and persons in their social network and some relied on a higher power in the new and difficult situation. 
Ambiguous feelings
Discharge from the hospital was associated with ambiguous feelings in the family members. Family members experienced thankfulness that the injured person had survived and that things had gone as well as they had. Initially, discharge from hospital was something positive that the family had looked forward to. However, when leaving the hospital, they experienced a lack of coordinated support and felt stranded and forgotten, while not trusting the outpatient care.
''I looked forward to that [the discharge] very much, it was like 'Oooh, now he's coming home, oh how wonderful!' But no, it wasn't wonderful at all (laughs)! (Participant 4)"
The situation was experienced as chaotic. Feelings of being diminished, powerless, stressed and dejected emerged. They had to deal with lack of hope, financial consequences, lack of sleep, as well as the injured person's pain and medication-related withdrawal symptoms. In addition, it was demanding having unknown carers at home, experiencing lack of personal space and fulfilling obligations such as having to go to work. Family members experienced feelings of reluctance towards caring for the injured person, stated that it was hard to know what support might be available, and that the needs of family members are clearly underestimated by healthcare staff. ''. . . 'I have to be in charge of his medications, make sure he has the right medications in this pill dispenser, and I have to help him get dressed, feed him, wash him and do everything', I said, 'because otherwise nothing works'. And the look that I got. . .she [a care professional] turned around and looked at me, you know, and I got the feeling that 'oh my God, is this one of those whining bitches?', just that look. . . she didn't say anything, she just looked at me. (Participant 10)"
Handling the situation
The family members expressed several ways of handling the new situation: focusing on the injured person, not focusing on their own needs, trying to go on like before, holding back negative feelings and thoughts, and trying to make the best of the situation. ''. . . I didn't say it then, but it wasn't long before I thought 'Oh how I wish he could simply have stayed at the specialist care center a few months longer'. . . 
Multifaceted support
The family members experienced the most important support from significant others, friends and fellow employees. Insurance companies and health care professionals within primary healthcare and the municipality were other sources of support. Being on sick leave allowed the family members to focus on the injured person's needs without having to go to work. Organized home health care could relieve the family members of the need to perform professional care.
''We received such a huge amount of support, and for me support was that I knew that [the injured person] was being taken care of, then I could stop worrying. . .he got all the help you could possibly imagine. (Participant 5)"
In addition, some experienced that talking repeatedly with the injured person about the incident and the new situation was supportive. Relief was also found in religion and support from religious organisations. Family members wished for support from others in the same situation and searched for blogs on the topic on the Internet. Generally, family members wished for proactive support after discharge.
''. . . the churches here in town got together and. . .so the children and I moved into these flats that they'd furnished. . .put up wallpaper, furnished, everything from knives and forks to TVs to sofas to beds, in other words we moved into furnished flats, and that's what the Christians in town did for us. (Participant 1)"
Discussion
Family members reported a turmoil of negative and positive emotions and reactions and had mixed experiences of excellent as well as inadequate care. They experienced a lack of support both during care and after discharge. During care the lack of support involved insufficient knowledge about available support as well as uncertainty concerning who was entitled to existing sources of support. Some family members could not recall any offers of support at all. Family members were sensitive to negative attitudes among the staff, including subtle expressions of negativism, inappropriate language, and inflexible and impersonal attitudes concerning visiting hours. Previous studies within general intensive care have demonstrated that family members are appreciative when staff provide emotional support [39] and when visiting hours are flexible [31] . Although it has been established that family members should be included in intensive care and burn care [9, 10, 17] , respondents in this study experienced that the staff sometimes relied on the injured person to pass on relevant information to family members, which can be seen as contradictory to a family centred approach.
After discharge, a lack of support was experienced mainly as being forgotten and as having problems getting support, even when the family member had contacted the public healthcare organisation. Notably, experiences of being rejected were not limited to the period after discharge when family members needed to talk to someone about strains associated with the new situation, but were also experienced by some family members during inhospital care. Patients nowadays are discharged from hospital earlier than previously to reduce costs associated with inpatient care [11] . Early discharge could contribute to the lack of support experienced by the respondents in this study. The family members stated that needs of significant others within burn care are underestimated by the staff, something that has also been concluded regarding other intensive care settings [31, 33] . Family members also stated that even if they had not needed specific support themselves, they thought it was important that no family member in the same situation should be left without support.
Support is not restricted to having a professional person to talk to. Family members of critically ill persons find it of value to receive accurate information concerning the injured person's condition [18, 31] , something that was also experienced by the respondents in this study. Being put on the sick list provided relief from their own job responsibilities, allowing family members to focus on and be near the injured person, which has been demonstrated as important in previous studies [26, 27] .
After discharge a few respondents experienced receiving all the professional back-up from the public sector that they could wish for. It is notable that family members also experienced support from the injured person's employer, mainly through financial assistance and help with insurance matters. Similar interventions in rehabilitation processes have previously been demonstrated to facilitate return to work [40] . Family members expressed a wish for proactive support from the healthcare staff both during the time in hospital as well as after discharge, and some experienced that support was only offered if they asked for it. Previous studies have pointed out that within intensive care family members might have difficulty expressing their own needs and actually tend to suppress them, which could result in their receiving little attention [26, 27, 31] .
Verhaghe et al. [31] concluded that it is unclear to what degree family members need the presence of other family members or friends during the inpatient care phase. The family members in this study experienced such support and in accord with previous research [21] , they considered this support to be of most importance. This indicates that it may be of value for professionals to examine and encourage contacts within the family members' social networks.
After discharge, friends and family provided support through practical help and by spending time with the injured person outside the home. Furthermore, family members experienced that discussing strains related to the new situation with the injured person was supportive and that the burn survivor's positive attitude towards recovery was important. Educating patients about possible needs of their loved ones in relation to the new situation after a burn could possibly benefit the social situation of the family and encourage family members to support one another.
In accordance with previous studies, family members in this study experienced support when staff members did something beyond what was expected of them [41, 42] , they valued being emotionally validated by the staff [39] , and those with spiritual affiliations found support through religion or religious groups very helpful [21] . The findings support the concept of family centred care; where patients are seen as a part of a family context and health care staff need to support the persons around the patient to facilitate recovery.
As demonstrated in this and previous studies, the consequences following a severe burn have a great impact not only on the injured person but also on family members. Family members strive to take control and find their place in the new situation, and they express a need for health professionals to be pro-active. Hence, a family centred approach in traditional as well as in innovative ways, could have positive effects.
Study limitations
A majority of the respondents in this study were females and partners of the injured persons, which can be seen as a reflection of the fact that a majority of individuals with severe burns in high-income countries are male. Another limitation is that the participants were recruited through the associated injured persons, which may have excluded family members that were not possible to contact using this strategy. Altogether, a different sampling strategy might have included family members with other perspectives on burn care and rehabilitation.
Conclusions
The results of this study indicate that the experiences of family members of persons with burns are individual and personal, which makes caring for family members a complex task for healthcare professionals. The results emphasize the importance of family centred care, i.e. that the injured person should not be seen as an isolated island, but as a part of a social context, which is greatly affected by the injury and treatment. Health care staff need to include family members in planning and be pro-active in offering support also to family members to gain optimal conditions for recovery.
